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Mississppians can now begin to get an idea about what kind of and
how many birth defects affect babies born here, thanks to a new law that empowers
The Hedlth Department to establish a birth defects regidtry.

While the state has made progress through the decades in reducing
infant mortality due to birth defects, complex chalenges remain in understanding and
preventing the large number of defects that are today the leading cause of infant
mortdlity.

Understanding the problem comes through documenting and
andyzing the frequency and digtribution of birth defects. Such a compilation of
information, a Birth Defects Regigtry, helps families of babies with birth defects
immediatdy become linked by public hedth workersto primary care physicians,
specidigts, and other appropriate resources for their infants.

For the past three years, the agency’ s program has worked with the
University of Missssppi Medicad Center and the Centers for Disease Control and
Prevention to plan a survallance program of infants with congenitd maformetions
and certain genetic diseases.

The Birth Defects Registry Law, Section 41-21-205 of the
Missssppi Code, became effective July 1997. The legidation established a Birth
Defects Regigtry in the Missssippi State Department of Hedlth, authorized the State
Board of Hedlth to adopt rules to govern the operation of the program, and
authorized The Hedth Department to conduct certain investigations and related

activities such as targeted intervention, education programming, and resource



alocations.
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The law mandates the State Board of Hedlth to specify the types of
information to be provided to the Registry and the persons and entities that are
required to provide such information to the Regidiry.

According to the law, the State Health Officer could gppoint an
advisory committee to asss in formulating the Regigtry. The committee has
representation of parents of babies with birth defects, amedica geneticist, nurses
and physicians who take care of mothers and babies in the private sector, the
Univeraty of Missssppi Medicd Center, and the Mississppi State Department of
Hedlth county hedlth departments.

Regigtry gods are to monitor, regularly and systemeticdly, the births
of children with defects for changesin incidence or other unusua patterns that could
uggest preventable causes; to help prevent secondary disabilities by linking families
of children with birth defects to appropriate providers; to inform physicians about
available resources for affected children and families; and to develop a case Registry
for usein epidemiologic and genetic Studies.

Among Mississippi’s 42, 917 live births in 1998, 658 were reported
on their birth certificates to have congenital anomdies. This number condtitutes arate
of 1.5 percent in the birth population, well below the nationa average of 4 percent;
this does not account for birth defects unrecognized or not recorded at the time of
delivery or those that become apparent well after hospital discharge.

The Missssppi Birth Defects Registry will collect reports on certain
principal birth defects from birth to one year of age and other defects found later in
life. Birth defects may be present at birth or may take months or yearsto be
recognizable and may be diagnosed sngly or in aclugter in an individua.

By definition, a birth defect is an aonormdity of structure, function,
or metabolism whether geneticaly determined or aresult of
environmenta influences during embryonic or fetd life. A birth defect might be
present from the time of conception through the first year after birth, or later in life,
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Many children are born with preventable birth defects. Neura tube
defects, for example, are 80 percent preventable by folic acid supplementation
before and early in pregnancy. In fact, an estimated 50 percent of birth defects are
preventable with current knowledge.

All confirmed birth defects cases faling under the purview of the
agency’s Early Intervention First Steps Program will be reported to that Program for
notification of patient’s primary care physcian within the prescribed time period. The
notification will be entered into the Registry database for quality assurance purposes.

Anyone can submit areport of abirth defect a any time during an
affected person’slife. The Hedth Department prefers to have the child’s physician
submit the birth defect report within the first year of life by sending a mandated Birth
Defects Reporting Card to the Registry. The cards are available to dl hospitals and
physicians that deliver babies on aregular basis or provide hedth servicesto
children.

Because birth defects might not be apparent or be diagnosed at
birth, providers who serve children are aso required to report birth defects when
first sugpected or observed. Birth Defects Reporting Cards will be made available to
these providers. Individuas can contact the Missssppi Birth Defects Registry to
obtain cards.

Missssppi residents may contact the Registry for assstance at
Missssppi Sate Department of Health, Genetic Services, Birth Defects Regidtry,
2423 North State Street, Jackson, Mississippi 39215-1700 or by phone at
601/576-7619.
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